confounding medication and distress, patients may not neatly fit these classifications. Following an extensive review of the literature, for this paper a diagnosis of severe GID was used based on the exclusion of mechanical or structural causes of obstruction or inflammation plus (i) clinical morbidity; (ii) multi-regional abnormality in physiology or transit or full thickness histology and (iii) small bowel involvement (radiological, physiology or intolerance of small bowel feeding). Inevitably, there is no perfect objective biomarker for these conditions, and undoubtedly, there are significant pitfalls with confounders of diagnostic tests and concomitant opioid medication.
At the severe end of the spectrum, disruption to gastrointestinal motility can lead to intractable gastrointestinal symptoms and malnutrition and is a recognized cause of chronic intestinal failure. 1, [5] [6] [7] Symptoms reported by patients vary in frequency and severity but can include pain, cramps, bloating, difficulty maintaining weight, constipation, diarrhea, nausea, vomiting and malnutrition. 1, 4, 8, 9 Frequently, as there is limited correlation between reported symptoms and clinical findings, a definitive pathological diagnosis is not always possible. 1 Despite the plethora of symptoms, seeking and receiving a diagnosis (and excluding mechanical, metabolic or mucosal inflammatory causes) involves multiple blood tests, radiology, endoscopy, motility and transit investigations, 10 and frequent out-patient appointments and in-patient admissions. 1 For some, this process may take months if not years while other conditions are excluded. 7 Similar to findings in chronic pain disorders [11] [12] [13] [14] and chronic fatigue syndrome/myalgic encephalomyelitis (CFS/ME), 15, 16 skepticism by health professionals (HPs) due to a lack of evidence of illness can lead to reluctance to diagnose and prolonged delays in receiving a diagnosis.
At present, there is no cure for most causes of severe GID; therefore, the focus is primarily on symptom management, limiting risks such as malnutrition through pharmacologic, nutritional, and surgical approaches. 3, 4, 6, 8, 17 There are often challenges managing pain in this population, who frequently run into problems with negative effects of opiate prescribing. 1, 18 In those with severe GID leading to chronic intestinal failure, it may involve futile surgeries 7, 19 associated with high morbidity and mortality rates and in selected cases intestinal transplantation, 20 recurrent hospitalization, and parenteral nutrition (PN, where nutrients are delivered directly into the blood stream). 1, 7 Over 50% of GID patients will need PN after diagnosis, 1,21 but despite the reasonable survival benefit with PN, it comes with risks such as liver failure and intravenous line infections to which GID patients seem susceptible and most importantly does not seem to benefit patients symptomatically. 22 There is a profusion of research conducted on the impact of PN on daily life and psychosocial outcomes due to the inability to eat normally, loss of independence, lifestyle change and control of bodily functions in other long-term conditions. [23] [24] [25] [26] [27] [28] However, to date, no study has provided an account of the experiences of patients with GID specifically, and moreover, nor have patient's experiences of obtaining a diagnosis been investigated. There may be other more specific psychological issues associated with GID that have not been identified. The present study, therefore, aimed to investigate patients' experiences from symptom onset and the process of seeking and receiving a diagnosis of GID. It investigated participant's experiences of the psychological impact of this process and the impact on relationships both personal and professional.
| ME THODS

.1 | Ethical approval
The study was approved by the Health Research Authority (HRA) on the 1 July 2016 (Research ethics committee number 16/NW/0220) and by the research and development (R&D) office.
| Participants
Participants were recruited from a single center with tertiary
Neurogastroenterology and Motility services and an Intestinal
Failure Unit (IFU) in the United Kingdom. The IFU is 1 of 2 specialist centers in the United Kingdom covering a wide geographical area for patients diagnosed with GID and other gastrointestinal conditions. In order to increase heterogeneity of the sample and acquire a representative view of the full spectrum of patients diagnosed with severe GID, we recruited patients from both neurogastroenterology clinics (patients who were not on PN) and those at the extreme end of the spectrum who were under IFU services and on PN.
Hospital databases were screened for eligible patients with GID and were checked by the consultant clinical psychologist (JA) and lead consultants (SL, PP) against the inclusion/exclusion criteria.
Participants were eligible if they had a diagnosis of severe GID, 1 were fluent in English, and were aged 18 or more. Patients were excluded if insufficiently well to give consent or participate. A letter, approved by the ethics committee and a patient involvement group, was sent
Key Points
• The manuscript is an empirical paper conducted with people diagnosed with severe gastro-intestinal dysmotility (GID). It aimed to explore patients' experiences from symptom onset and the process of seeking and receiving a diagnosis.
• The distressing experience of GID symptoms are compounded by a delay in validating symptoms and lack of coherent understanding. More knowledge of GID is needed by health professionals to speed up diagnosis and offer more comprehensible information.
• The psychological impact of a GID diagnosis should be acknowledged early to help facilitate adjustment.
Clinical implications and recommendations for future research are discussed.
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from the service lead introducing them to the study and outlining what would be involved. An opt-in tear-off slip with stamped addressed envelope and telephone number was included for patients to register interest in the study and receive further information. See Figure 1 for a summary of participant recruitment.
Of the 65 identified potential participants, 24 responded to an initial invite letter (response rate = 37%) and 20 consented to and completed an interview (Table 1) . Sampling ended when thematic saturation was achieved, for example, when new data no longer contributed to analysis structure due to repetition of ideas and data by participants. 29 Participants had a mean age of 47.9 years (SD = 12.83) and 16 were female (80%), which was representative of the target population. 30 Participants demographics were married (n = 9, 45%), White British (n = 18, 90%), and medically retired (n = 11, 55%) primarily due to their GID. Eleven participants had children (55%). The mean time since diagnosis of GID was 8.6 years (SD = 7.76, range 0.5-27 years). Thirteen participants were currently on PN (65%), and of those on PN, the mean duration was 8.6 years (SD = 6.34, range 0.5-25 years). Two participants had been on PN in the past for a duration of 6 months up to 1 year and had since stopped. A further 4 participants were on other forms of nutritional support (percutaneous endoscopic gastrostomy (PEG), nasojejunal (NJ) or nasogastric (NG) tube).
| Procedure
Semi-structured interviews (conducted by KT) took place between July and October 2016. A topic guide was generated prior to interview with consultation with a patient involvement group, some of whom had GID. The topic guide explored the process of seeking and accessing a diagnosis, the psychological impact of being diagnosed with GID, psychological impact of living with GID (covered elsewhere), impact on relationships, and outlook for the future. As the analysis and data generation occurred in parallel, we continually reviewed the topic guide to ensure it was generating data that remained relevant to the question and tested ideas emerging from the analysis.
31
Fourteen (70%) of the interviews were conducted face-toface and 6 (30%) by telephone due to travel distance or flare-ups in symptoms making travel difficult. Interviews lasted between 50
and 201 minutes (mean = 76 minutes ± SD = 32.49). Face-to-face interviews (mean = 78.5 minutes ± SD = 37.43) were not significantly longer than telephone interviews (mean = 70 minutes ± SD = 17.63, P = .62), suggesting they were similar in quantity. Moreover, data of the final analysis were drawn similarly from telephone and faceto-face interviews. Previous literature suggests that although there may be benefits for the participant to conducting interviews face to face, the quality and quantity are comparable with interviews conducted by telephone. 32 Interviews were digitally audio-recorded and transcribed verbatim for analysis. At this stage, all identifiable information was anonymized (eg the names, places, and other identifiable information removed) and participants were assigned a participant ID. All audio files were then deleted.
| Data analysis
Due to the lack of prior research, the data gathered were analyzed using inductive thematic analysis (TA) 33 to identify, analyze, and report themes within the data. TA is a qualitative analytic method that can be used to report on participants' experiences and how they apply meaning to reality. One of the main strengths of TA is its theoretical freedom and that it can be applied flexibly to answer almost any type of qualitative research question either inductively or deductively depending on the amount of pre-existing literature or theory. 
| RE SULTS
The final analysis comprised 4 overarching themes: (i) feeling del- 
| Theme 1: Feeling delegitimized-"Made to feel like it was in my head" (4)
During the period leading up to the diagnosis, a theme of feeling delegitimized emerged from the data. Feeling delegitimized led participants to feel distressed by the way they were treated, by not being believed or listened to and not being able to cope with symptoms, all of which impacted on their quality of life.
Participants reported feeling that both health practitioners (HPs) and others did not see them as having a legitimate illness and that the credibility of their symptoms was frequently questioned.
Between symptom onset to diagnosis, participants experienced multiple tests and procedures which would invariably fail to confirm symptoms. Moreover, they were given incorrect diagnoses and made to feel abnormal as they went through the process of excluding other conditions. They reported that their symptoms were for a long time attributed to an unacknowledged mental health condition and were made to feel that the symptoms they experienced were not due to an underlying pathology. Due to the difficulties confirming their symptoms and having their mental health questioned, participants felt like they had to fight for legitimacy and prove that this was a medical condition.
There was a narrative throughout the data set about whether their condition had a physical/organic cause or whether the symptoms patients were experiencing were caused by more psychological factors.
I was always made to feel at the time, I mean I wasn't well, I was in a lot of pain, I was concerned that I was losing weight, so were my family and all the rest of it, and… it (sigh) I was made to feel like it was in my head [Participant 4]
Participants described being subjected to a bewildering array of investigations in the initial stages, most of which showed little abnormality. Some were diagnosed with Crohn's disease, irritable bowel syndrome (IBS), an eating disorder, and even cancer before these diagnoses were eventually refuted. Although they reported feeling relief that investigations came back negative, it left some distressed when the negative result closed a potential avenue of enquiry about what could be causing their disabling symptoms.
All the tests were coming back as kind of, er, didn't find anything, which is, is good, it's what you want, but in the end you also want one to show something up so you know what it is [Participant 15]
Participants reported that the more tests that came back negative, the less credible they felt as a patient seeking a physical diagnosis. They questioned how could there be something physically wrong, when all the tests said there was nothing abnormal. This was exacerbated by the fact that although they were experiencing severe symptoms internally, externally they looked healthy. It was difficult for other people to understand the extent of their suffering as the movements of the gastrointestinal tract are invisible without invasive investigation. Moreover, participants expressed how bowel movements are seen as socially taboo, which made it further difficult to talk to others about.
Somebody that looks ill, or you can see sommat wrong with 'em, you find people sympathize with them, but when, you know, they'll say… "well there doesn't look anything wrong," and that's what you get a lot of the time, 'cos to me it's like an invisible illness, isn't it…frus-trating really, erm… yeah, it's (sigh) because I look normal, people don't understand as well how much you do actually suffer with it [Participant 13]
A barrier to receiving appropriate care faced by all participants was not being believed/taken seriously by HPs, and this was a significant source of distress for them. An example was given how a HP said on one occasion "I don't believe you" (18) . Other examples were given where participants described feeling dismissed. When seeking a diagnosis, interviews revealed 11 participants (55%, all female) were incorrectly diagnosed at some point with an eating disorder. Furthermore, a diagnosis of an eating disorder was hard to shake off and some participants reported HPs made assumptions years later making it further harder to appear credible. They reported feeling stereotyped due to their young age and being female. For many with GID, avoiding food and drink is common due to the pain and gastrointestinal symptoms experienced after eating. Although participants accepted they had issues with avoiding food, this was because of the unpleasant symptoms food caused rather than because of an interest in weight loss or body image. However, they felt they were not listened to by HPs when they tried to explain. When it was deemed the symptoms they experienced were not "organic," they reported years of distressing experiences with treatment including force feeding and referral to mental health services to help with disordered eating. The psychological impact of this was feeling anxious and scared of both going to see HPs and also an increased fear of food and eating.
I had phobia about eating because I got so sick and so full even though I was starving, I didn't want to lose weight, but I lost weight and that was out of control and people thought I was controlling it because I was that age, you know [Participant 20]
Participants reported frustrations with the treatment they received by HPs and described the differences in approach when
HPs thought it was a medical condition vs psychological. Some described not being treated humanely and reported that medical and nursing staff became unempathetic toward them once their illness was classified as a mental health condition, seeing them as taking up valuable beds and resources. They reported anger at being treated unfairly and emphasized the prominence of the biomedical approach in our culture and the mind and body dichotomy held by some HPs they encountered. Most participants reported it took years before they were given a diagnosis of GID, with 2 saying it had taken over 20-30 years to finally feel they had a legitimate physical health condition and they were believed. All reported finding the psychological impact of this period of uncertainty difficult to cope with. Eleven of the 20 participants (55%) reported contemplating suicide during this time. Some described anger at how they had been treated on their journey to diagnosis. Many felt it would have been longer if they had not fought so actively to prove they had a physical condition and that their symptoms must be explained by an underlying physical pathology. The lack of knowledge surrounding GID by HPs, participants, and family was prominent throughout interviews. Participants reported that early on, they found HPs had insufficient knowledge and experience about GID, which made it difficult to diagnose the condition and legitimize symptoms sooner. Although having a diagnosis for a chronic medical condition is a difficult time of acceptance and adjustment, a diagnosis of GID allowed many to legitimize their symptoms, reduce psychological comorbidity through being believed, and obtain appropriate management treatment. For many, relief was the prominent initial emotion as it meant that they had proved that symptoms had an explanation.
They also stated that getting a diagnosis offered relief as they then thought they could work toward fixing the problem. As severe GID is relatively rare, participants found that the condition was generally unfamiliar and misunderstood by non-specialist HPs including their GPs who provide a gateway for care. They thought HPs needed more education on it in order to communicate more coherent information to people diagnosed with it and more research should be conducted in the field to find out more. Participants described feeling left alone to deal with it after HPs concluded that there was nothing they could do to help. Where HPs attempted to communicate an explanation to participants, often participants expressed this was in a way that was difficult to comprehend. Participants wished that they could have it explained in terms not only they, but other healthcare professionals could understand. One participant (17) expressed that she specifically went to the surgical ward to ask them what her letter meant and they also had no idea.
You have a thing called Dysmotility' but he could have been saying Chinese to me [Participant 10]
Moreover, this lack or coherence and understanding led some participants to feel abnormal and misunderstood by others.
I'd have doctors coming in and nurses coming in saying, "oh you're the one we've had lectures about you" and I felt like a freak, a complete freak [Participant 17] I'm like the Star Trek one flying round in space that no one knows very much about. It's err, you know, the mystery
Spock of it all, the odd one [Participant 5]
Participants reported that not having coherent understanding about the condition themselves, led to them finding it difficult explaining their condition to others which further emphasized the lack of coherence about their condition. Although they felt that more people needed knowledge about the condition, many found trying to explain themselves exhausting.
People don't understand, and you get the same set of questions, well what is it? Why can't they cure it? What's caused it? and… I can't really give definite answers to all 3 questions, 'cos yes it's dysmotility, I'm trying to explain that your gut just does not work, and "why can't they cure it?," I don't know [Participant 4] You know, people don't understand, and you can spend hours trying to explain to someone what is wrong so it feels easier not to [Participant 16]
The incoherent information given at diagnosis regarding the condition also impacted on participant's expectations for the future.
The lack of knowledge made it difficult to adjust to the condition fully and left them fearful that it was something they either had to live with or avoid thinking about. 
| Theme 3: Impact on relationships-"Oh for God's sake mother, pull yourself together, what's the matter with you?" (5)
The diagnosis of GID had an impact on family and professional relationships. In terms of relationships with HPs, for participants, the result of not being believed, being treated like symptoms were not real or fabricated had long-lasting damaging consequences.
This was compounded by HPs either not understanding or not communicating information about their condition effectively.
Some reported conflicts with HPs about not being consulted on treatment options and times when they felt they were not listened to and patronized. Others commented on how although they appreciated that they were trying to work out what was going on for their benefit, they just couldn't cope with the very direct and matter of fact manner they communicated. Although not all consultations were bad, for those that had negative experiences, it took time to rebuild trust again after the diagnosis and for anger at HPs and themselves for how they were treated to dissipate.
I went into a terrible anger, anger with myself for allowing myself, for allowing myself to be so badly treated [Participant 10]
Family was prominent throughout the interviews with participants reporting both good and bad experiences from symptom onset to diagnosis. Many reported that family had been a strong support and advocate for them, played an important role in the fight for legitimacy and that they had given them a sense of purpose to continue.
I think that illness really erm make our relationship so stronger, because my wife was, she was fantastic, I think maybe I would say, if I'm still alive it is because of her [Participant 7] It took my husband to come with me for a meeting at the hospital and say, "look you know it's not in her head, she's seriously having problems with this, I've been up all night with her [Participant 17]
However, many also reported that their symptoms and the period of not being believed and the fight for a diagnosis had a severe impact on their relationships either through worry, guilt, or feeling a burden due to the loss of role or identity. Some experienced a complete breakdown of relationships that were deeply upsetting, especially surrounding the time when their symptoms were thought to be imaginary.
Pre-diagnosis, participants reported significant periods in hospital for investigations and management of symptoms. These long absences from families could have a heavy toll. Some described feeling they had missed out on their children's childhood leaving partners to parent alone, while others were separated from their own parents at a young age to go into hospital for investigations.
And I look back now and I feel so guilty that I wasn't there for her that I couldn't be there for her. It was as if this illness had kinda taken over me and almost built like a brick wall between me and the family, it was, oh looking back it was horrible, really horrible [Participant 17]
For those participants diagnosed with an eating disorder, they reported relationship breakdown at an early age as the medical professionals were telling them and their family that "it was psychological" and eating was under their control.
My mum said, you know, "why can't you eat, if you just eat it will all go away, you will be better, just eat," and my dad was like "well she's mental isn't she, how we've ended up with her I don't know" [Participant 20]
For some, the breakdown was a result of family members not being able to accept that there was something medically wrong. The damage was already done and was irreparable for some after the impact of them fighting for a diagnosis and refusing to accept the psychological explanation. For others, the breakdown came as a result of the change in relationship and the impact their condition had on their family's quality of life as well as theirs from being unable to socialize normally as this typically involves eating and drinking. Symptom onset and diagnosis also had a significant impact on the participant's identity, and they reported feeling guilty about the discrepancy between who they were prior to GID and who they were now acknowledging the impact this had on relationships both socially and more intimately.
I think it has been absolutely terrible for him, a terrible, terrible life for him because you know, I was the life and soul of the party, and I loved outdoor life and tennis and we could meet and we'd travel [Participant 10]
Participants described that their partners worried too much about them making them feel guilty as they sometimes struggled to reassure them. An illustration of this is how one participant commented on a recent experience when her daughter was rushed into hospital for an emergency operation.
I remember talking to her about it afterwards and I said, "don't ever do that to me again, you nearly frightened me to death" and she said, "Mum now you know how we feel every time you're ill [Participant 17]
| Theme 4: Impact on mental health and role for psychology-"I try and smile but inside I'm not happy" (1)
All of the participants interviewed in the study identified that their physical health problems had impacted on their mental health. They wanted this to have been acknowledged early on in order to help them adjust, accept, and cope with GID and also to normalize the substantial impact it has on home and social life. This led to an increased risk of depression, anxiety, and suicidal ideation, especially in the absence of social or family support. Participants thought that clinics should be more holistic in their approach when they are first diagnosed, listening to concerns of the patients and giving the patient time to come to terms with the condition but felt that this was made difficult due to funding cuts, busy clinic environments, and hostile attitudes of HPs to patients.
Yeah, really needed it earlier on, when you need it. I mean I need it now, but I did need it then and didn't get it, I
were down most days, yeah, a lot of time, 'cos I couldn't get used to it, I couldn't accept, it were ruling me, I had
The main benefit reported by participants who had access to a psychologist was to reduce the burden on their family. Participants felt that they had to hide true feelings of anger, worry, and low mood so that they didn't worry or upset family and friends. However, sometimes they could not cope and found that trying to be positive was in itself a burden. Seeing a psychologist was a way they felt they could discuss their concerns so that it did not impact so much on them when they went back home and learn ways to cope and adjust to manage their symptoms.
I try and smile but inside I'm not happy, but I've got to, you know put a face on… I think, I'd be lost, because I couldn't talk to me family like I can to [psychologist] about me feelings. I wouldn't want to upset 'em how I feel [Participant 1]
Participants stated that although any kind of psychological support would be helpful at the time of diagnosis to facilitate acceptance and adjustment, a psychologist who was specialized in gastrointestinal disorders specifically would be preferred who had understanding of their condition and what they had been through to get a diagnosis.
I went to the local, place, it was like, what do they call it, where they do CBT and stuff like that, and I went there a couple of times and, it, they didn't have enough knowledge of what was wrong with me, I felt like I was, again, explaining, or justifying, what was wrong with me because they didn't understand it [Participant 9]
However, communication is an important aspect of the referral for psychological help with this population who have experienced feelings of illegitimacy and not being believed in the past and had negative experiences of a referral to a psychologist when an eating disorder was questioned. Discussions about how the psychologists can provide support in a positive way that does not diminish their physical condition, but helps patients cope with their condition was conveyed as an important aspect of the management of GID. 
| D ISCUSS I ON
This is the first study to explore a participant's experiences from symptom onset and the process of seeking and receiving a diagnosis of GID, specifically the psychological impact and the impact this process has on personal and professional relationships. Four themes were identified within data, which included feeling delegitimized, lack of coherent understanding of GID, impact on relationships, and the impact of mental health and the role of psychology. Many participants experienced a significant delay in obtaining a diagnosis. They reported that their symptoms were for a long time attributed to an unacknowledged mental health condition, and that they felt they had to fight to prove their symptoms had a physical origin in order to receive appropriate treatment. Delays were due to lack of obvious signs of disease and HPs turning to more psychological models of explanation, which made participants feel hopeless. Although a diagnosis helped legitimize symptoms, participants stated that their The importance of feeling delegitimized has been identified in research with other patient groups where there is no clear organic cause for presenting symptoms, in particular CFS/ME, chronic orofacial pain, and chronic pain. 11, [14] [15] [16] 35, 36 Werner and Malterud 14 described skepticism, lack of comprehension, feeling rejected, feeling ignored, belittled, being blamed for their condition, and being assigned a psychological explanation as some of the ways patients with chronic pain feel delegitimized. Other research describes delegitimizing as having moral character called into question and being "psychologized" by HPs. 37 In line with the body of research referred to above, participants in the present study described not having their symptoms taken seriously or believed, and having it suggested to them that their symptoms may be the manifestation of an unacknowledged mental health problem. This was particularly problematic especially when the symptoms they were experiencing led to psychological distress. In common with other work, patients sometimes chose to hide psychological difficulties arising from pain due to the fear that openness will delegitimize their symptoms further.
11,38
The biomedical model remains dominant in our culture 39 and diagnoses are seen as important as they often lead to answers for prognosis and management. 15 Horton-Salway 40 describe how, for many, having a condition explained by a physical rather than psychological attribution provides legitimacy, alleviates personal responsibility, and blame and protects against stigma. Participants in this study reported relief when they found a name for their condition after they had spent years fighting and searching for it. Although the "medical" diagnosis helped legitimize their symptoms, validated their suffering and improved emotional outcome by being believed and listened to, it did not offer them any answers in terms of meaning, causation, or prognosis. Huibers and Wessely 15 discuss the pros and cons of labeling CFS, which reflect the findings in this study. They concluded that it is not the label itself that is important but what it implies. Relief when no helpful management follows can be replaced by the burden of a poorly understood label. 41 Similar to findings in other conditions, in the GID population, the data reveal work needs to be done to define what GID is so that those diagnosed can make sense of their experience. 36, 42 A finding was the need for a more coherent understanding of GID by HPs which would help them to diagnose the condition sooner and help in validating participant experiences. Consistent with our patients reported experiences, recent studies in North America and the United Kingdom have recognized that medical education in gastrointestinal motility is deficient. [43] [44] [45] [46] [47] It is, therefore, plausible that this lack of coverage of GID within training curricula could lead to delays in making confident diagnoses by non-specialist HPs, especially given the non-specificity of GID symptoms 1 and lack of awareness could potentially lead to delays in referral to tertiary services. Similarly, in chronic fatigue syndrome, Chew-Graham et al. 48 concluded that until HPs feel comfortable making a diagnosis and facilitating management of medically unexplained conditions, there will continue to be delays in confirming the diagnosis and patients will continue to not receive appropriate treatment.
Dissatisfaction with medical encounters is a recurrent finding throughout research into patients experiences of conditions where there is no obvious physical cause 49 and research in conditions with medical uncertainty describe that HPs find consultations similarly difficult to manage. 14 Some research found HPs attributed negative personality characteristics to their patients rather than acknowledging their own lack of knowledge causing conflict and difficulties in the doctor-patient relationships, 40 and lack of coherence and difficulties in the doctor-patient relationship may reflect the lack of confidence of HPs in diagnosing and managing this condition, which has been found in other research. 36, 48, 50 
| Clinical implications and recommendations
Several clinical implications arise from this study including the importance of building the doctor-patient relationship throughout the course from symptom onset to diagnosis, utilizing good communication skills and building mutual trust through empathy, acceptance, and validity of symptoms. 18 Stein et al. 51 outlined recommendations for CFS/ME patients that may be relevant for GID consultations, including validating the patient's experience, openly discussing differences of opinion when there is disagreement about the validity and severity of symptoms, collaboratively searching for hope when there is frustration by lack of improvement and listening to patients when they feel unheard. It may be that more emphasis is put on this during HP training.
The current study suggests that training and education for HPs may lack information about GID and the impact on daily life, relationships, and psychological health supporting research in medically unexplained symptoms. 52 Therefore, more research needs to be conducted into this condition so that patients can be diagnosed and receive care sooner without encountering the struggle of "diagnosis by exclusion." 52 More research and wider dissemination of findings may also help raise awareness of GID in the general public. The benefits of this are 2-fold, first helping to reduce stigma for those diagnosed with GID when out socially and second to help those who have not received a diagnosis recognize symptoms and receive appropriate treatment.
Furthermore, it was apparent from much of our data that both HPs and family members had the attitude that if the patient's symptoms were explicable in terms of a mental health condition, these symptoms were in some way "less real" and the patient was to some extent responsible for them. In some cases, participants experienced downright hostility as a result of being thought to have a mental health condition. Therefore, the present study highlights that there is still a lot of work to be done with both HPs and with the public, in general, in order to legitimize and destigmatize mental health conditions and to understand that people with both physical and mental health conditions are deserving of compassion and support.
Acknowledgment of the psychological impact that GID can have from feeling delegitimized, the impact of gastrointestinal symptoms on their QOL, and being diagnosed with a condition that is poorly understood is a further recommendation from this study. It supports recommendations by Paine et al. 1 that a multi-disciplinary approach including gastroenterologists, psychologists, and pain specialists offers the best management approach for this patient group to facilitate adjustment and coping, reduce emotional distress, and reduce burden on families.
Psychological support may be needed much earlier than the time of diagnosis from the onset of symptoms and throughout the experience of uncertainty. Better alignment of psychological and medical services and movement beyond the mind body dichotomy in HP training may help to increase their confidence in working with this patient group and limit the development of unhelpful views of patients by HPs. 
| Strengths and limitations
A strength of the study was that it is the first study to recruit a heterogeneous sample of people diagnosed with GID, representing the views of men and women of all ages and at different stages of disease progression proportionally representing the target population.
Although a number of participants were on opiates, which may have confounded physiological testing, they shared a number of commonalities under the pragmatic umbrella working diagnostic term "severe GID," which has facilitated clinical engagement and been a useful heuristic label for the patients and clinical team.
A limitation of the study is that participants were recruited from a national center. Although a sufficient sample to reach thematic of whom were female and had no history of the condition. In addition, as the current paper was originally written as part of the first author's doctoral thesis in Clinical Psychology, it inevitably had an impact on the paper's topic focus. However, a strength of the study was that although the data were coded individually by KT, data were interpreted at a latent level, seeking to understand participants' experiences and interpret these. After each interview and during analysis, detailed conversations were in supervision where we reflected on the material and tried to understand it from our own viewpoints. The research team has worked extensively with patients suffering from contested conditions (eg chronic fatigue syndrome and orofacial pain) and was able to contribute insights about how patients feel invalidated and misunderstood from that literature.
A potential further limitation was that a small number of 6 of the 20 interviews were conducted over the phone instead of face-to-face. It
is possible the quality of these interviews may be inferior and they will also lack non-verbal behaviors. We did not find a difference in quantity of data between the 2 modes of data generation, and Carr and Worth 32 have argued that they can be comparable in terms of quality when conducted with care. Importantly, allowing the option of telephone interviews enabled us to include individuals from a wider geographical area and those with particularly severe or unpredictable symptoms.
| Future research
The results from this study suggest that more research is needed to better define GID and to help gain a more coherent understanding of its cause, progression, and prognosis in order to offer more information to HPs working with this client group and patients themselves. The study highlights a need for HPs to have more knowledge; therefore, it would be interesting to explore HP views about GID and working with this client group. This may reveal why communication about GID was so poor and if this is simply a knowledge deficit among HPs or if other barriers are in place. Although the study primarily investigated the period between symptom onset to diagnosis, it is also important to examine the psychological factors involved in managing and living with GID and the experiences of family members. It would also be interesting to see if experiences differ between those that were on PN and those that were not, something that was beyond the scope of the current study. Finally, it would be helpful to define the epidemiology of mental health issues in this population and the extent of their difficulties. This would help to ascertain which therapeutic approach might be most suitable.
| CON CLUS ION
Symptoms of GID reported by patients are wide ranging and debilitating, compounded with a delay in validating symptoms and lack of coherent understanding. More knowledge of GID is needed for HPs to reduce time to diagnosis and offer a more coherent explanation. The psychological impact of a GID diagnosis should be acknowledged early to help facilitate adjustment utilizing a multi-disciplinary approach, including gastroenterologists, psychologists, and pain specialists. 1, 53 
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